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Overuiew

In 1999, the National Center for Self-Determination &
21"t Century Leadership, with the assistance of the National
Association of Developmental Disabilit ies Councils and the
Consortium of Developmental Disabilit ies Councils, sent a
survey to the Directors of 56 Developmental Disabilit ies
Councils (DDCs) who receive funding from the Administration
on Developmental Disabilit ies. A similar survey was sent to
the Directors of University Affiliated Programs.

The survey asked questions about the involvement of
individuals with disabilit ies and their family members in DDCs
and strategies DDCs use to involve individuals with disabilit ies
and family members in their organizations. lt also collected
information on barriers that block the participation of
individuals with disabilit ies and family members as well as
ideas about ways to overcome them. DDCs that did not
respond to the initial survey were sent two follow-up requests
to participate.

A total of 30 surveys (approximately 54%) were
returned. The DDCs that responded had the following general
characteristics:

Average Budget:
Budget Range:
Average Staff Size:
Staff Size Range:

$788,279
$260,000 - $4,200,000
6.68
1-24

This pamphlet presents a summary of the survey
findings. Included on the final pages is a list of organizations
that indicated they could provide technical assistance in
specific areas related to promoting the participation of
individuals with disabilit ies and family members in
Developmental Disabilit ies Councils"



lndividuals with Disahiliffes and Family
Members Participation in DDC Activities

Of the 30 DDCs that responded, 193 individuals with
disabilit ies and 208 family members of individuals with
disabilit ies were reported to be directly involved in DDC
activities. Eleven percent of individuals with disabilit ies were
paid staff. Eighty-seven percent of individuals with disabilit ies
were reported to participate as Council members. This is
consistent with federal requirements for individuals with
disabilit ies to participate on Developmental Disabilit ies
Cou ncils. Other persons with disabilit ies functioned as
consultants, trainees, or had some other type of involvement.

Seven percent of family members were paid staff.
Ninety-two percent of family members served on Advisory
Councils. Others were consultants or participated in training
programs. Individuals with disabilit ies and family members
were ovenruhelmingly involved in DDCs at an advisory level.

Internships for individuals with disabilit ies or family
members were offered by 13 DDCs, Interest in starting an
internship program was expressed by six organizations.
Technical assistance in this area was offered by eleven DDCs,
while six requested such assistance.

All of the respondents indrcated that they somehow
collaborate with self-advocacy groups. This ranged from
donating office space, to disseminating information, providing
training, and coordinating statewide networking.
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"Positions of Leadership"

Survey respondents were asked how many individuals
with disabilit ies and family members were in "positions of
leadership that could influence the policies or practices within
their organizations." Of the 401 individuals and family
members identified, 52o/o were reported to be in leadership
roles.

Interestingly, some DDCs indicated that individuals with
disabilit ies seruing on their Advisory Councils were not in
positions of leadership that influence the policies and practices
of their organization. However, they also indicated that the
purpose of their Advisory Council was to help guide the
policies of their organizations. lt is possible that respondents
thought they were being asked about the specific leadership
activities of individual Council members (e.9., Chair) rather
than the general leadership role of all the members of the
Council. lt is also possible that there is some difference of
opinion across DDCs regarding the level of leadership that
individuals with disabilit ies have as Council members.

IWD & Family Members Considered to be

Individuals with Disabilities
Family Members
IWD & Family Members not considered to be in Leaderchip Roles
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lnvolvement of Ethnically and Culturally Diverse
tndividuals with Disabiliffes and Family

Members

Of the 4A1 individuals with disabilit ies and family
members, 97o of individuals and 24% of family members were
identified as ethnically or culturally diverse. Many respondents
said that recruiting ethnically and culturally diverse participants
was difficult. However, they also identified a variety of
strategies to increase the involvement of culturally diverse
individuals and famil ies, including providing materials in
Spanish, creating community partnerships with minority
advocates, using cultural diversity as a resource, and including
minority recruitment in mission statements.

Proportion of IWD and Family Members Who Are

Members of a MinoritY GrouP

Individuals with Disabilities
Family Members
IWD & Family Members Who are Not Minorities
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Compensation

As shown below, individuals with disabilif ies and famiry
members made up aboul 21% of the DDC's total paid staff.
There was a slightly higher percentage of paid staff with
disabilit ies (1 2%) than paid staff who were family members
(9%) All of the individuals with disabilit ies worked hatf-time to
full-time.

DDC Paid Staff Ratio
Total: 187

I Other Staff 79% |

fF;ily M"rb"r" ,"4

I Statrwith Disabilities 12% |

Most of the individuals and family members were volunteers,
consistent with their participation as council members.
Seventy-six percent of individuals with disabilit ies and 80% of
family members received no compensation for their
participation. Eighteen percent of individuals and family
members received stipends , 5o/o were paid hourly without
benefits, and 21% were salaried with benefits. State rules for
the reimbursement of council members may have impacted
these f indings.

Support or accommodations were provided for 33% of
individuals with disabilit ies. Some of these supports did not
cost any money to provide. Eight families were provided with
funded support. Respite care and flexible hours were listed as
the most common supports provided.
6



Compensation for Individuals with Disabilities

Compensation for FamilY Members
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Barriers to Providing Leadership Opportu nities

DDCs listed the following barriers to involving
individuals and family members in leadership roles:

r pifficulty recruiting minorities
. Language barriers
. Communication barriers
. Difficulty providing support to individuals participating in

meetings
Lack of leadership opportunities
Limited knowledge of leadership training approaches
Lack of funding
Lack of transportation
Lack of support providers
Difficulty recruiting individuals or family members for
leadership roles

r pifficulty assessing individual support needs

Lack of transportation and difficulty recruiting minorities
were identified more often than any other barrier.

8
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Obstacles to Providing Leadership Opportunities

Language Baniers Participation Leadership Training

Transporiation Recruiting SAs Administrative/Policy
Support Providers Accommodations Assessing Need
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DDC Goals to Promote Leadership

Survey responcjents shared their future goals for
increasing leadership opportunit ies for persons with disabi l i t ies
and their family members, including.

t

t

Expanding training opportunit ies and programs.
Funding more part icipants in Partners in
Policymaking rM training.
Increasing participation and effectiveness of advisory
counci ls.
Involving individuals and family members more direct ly
in training, planning, and strategy development.
Getting a more accessible, community based building.
lmproving and expand outreach to include more
participants with disabilit ies.
Hir ing more people with disabi l i t ies and family
members,
Collaborate with other state agencies and groups.

Discussion and Implications

It is important to note that the results from this survey
came from 30 of the 56 DDCs invited to participate. As such,
we suggest caution in general izing the f indings to al l  DDCs.
Given this l imitat ion, the f indings suggest that, although a
signif icant number of persons with disabi l i t ies and family
members are active in DDCs, there is much opportunity to
increase their participation in leadership roles as well as the
level of compensation and support provided for their activities.
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Our findings are similar to those from a survey recently
conducted by the NADDC Consumer Leadership Work Group.
This survey asked Council Chairpersons of their 39 state
membership to indicate how delegates to the national
organization were selected and what leadership development
opportunities were provided to indivrduals with disabilit ies and
family members. Responses were received from nine states
representing 23% of NADDC's membership.

Three of the respondents reported that they selected a
person with disability to be their NADDC delegate, four did not,
and two said it depended on who was the current chair and/or
vice-chair. Eight respondents were will ing to ask their Councils
to consider appointing a person with disability as their NADDC
delegate while one respondentwas concerned about additional
costs.

Respondents indicated that one to four people with
disabilit ies were in a positions of leadership in their Councils.
Seven respondents supported the participation of persons with
disabilit ies in Partners in Policymaking or a similar leadership
trarning program. The practices identified to promote the
leadership of people of color included mentoring, recruitment
into Partners in Policymaking, and assertiveness training.
When asked about their specific goals for involving people with
developmental disabilit ies and families members in leadership
roles, five respondents indicated their Councils had either no
reported goals, or goals that were not specific to individuals
with disabilit ies or family members. The remaining four
Councils identified goals such as working to get persons with
disabilit ies viewed as equal partners in systems change
etforts; recruiting more people with disabilit ies in leadership
and self-determination activities; creating a two-level Council
membership and making a top priority the increased
involvement of individuals with disabilit ies.
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When the two surveys are considered together, the
findings suggest that some DDCs may have difficulty
recruit ing, placing and support ing individuals with disabi l i t ies
and family members in true leadership roles. Furthermore,
many of those who are members of advisory councils or
participate in other DDC activities may not be perceived to be
in leadership roles. Further study is needed to determine
whether this is because these individuals lack ski l l  or
knowledge, theirvoices are not being heard, there is confusion
about the leadership roles of Council members, or they are not
viewed as leaders. A related follow-up activity would be to
clarify what specific roles were held by the 48% of the
individuals and family mernbers not reported to be in positions
of leadership" The identification of strategies to avoid
tokenism of board members, staff members and consultants
may also be an important next step.

lssues such as transportation, minority recruitment,
compensation, training and support need to be addressed to
pave the way for increased, meaningful participation of
individuals and family members. Most important, bui lding a
foundation of leadership by individuals with disabilit ies and
family members within DDCs must be perceived as a priority.
It is clear that there are many opportunities available and
strategies already identified to increase the opportunity for
leadership by persons with disabilit ies and their family
members in Developmental Disabi l i t ies Counci ls. Our
challenge remains to mobil ize the commitment and channel
the resources required to make leadership by individuals and
family members a stronger reality.
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Technical Ass istance

The following DDC and UAP organizations have self-
identified that they have expertise in the areas listed below
and would be will ing to provide technical assistance.

Internships Funding

Recruiting MinoritiesJ Transportation

Language Barriers K Providing Support

Communication L Recruiting Self-
Advocates

Participation
Strategies

Leadership
Opportunities

Leadership Training

M Providing
Accommodations

N Administration and
Policy

O Assessing Support
Needs

H Leadership Trainers

A B c D F G H I J K L il N o

Center for Disability Studies
University of Delaware
Theda M. Ellis
(302) 831-44s0

,

Mailman Center
University of Miami
Paula Lalinde
(305) 24$6123 ,

v v

Institute for the Study of Developmental
Disabilities
UAP of Indiana
Sharon Ely
(812) 85$6508

v I ,/
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Technical Ass istance

A E c D E F G H I J K L N N c
Center for Community Inclusion
University of Maine
Bebbie Gilmer
(207) 581-1263

U I J j J

Center for Development and Disability
UAP of New Mexico
Judy Liddell
(5t5)272-2763

J J 3

North Dakota Center for Persons with
Disabilities
UnMersity of Minot
Bryce Fifield
gfi) e5&35S0

a

University of Oregon
U niversity Affi liated Program
Jane Sequin
(541) 34S,2634

J

Institute on Disability
Temple University/UAP
Diane N. Bryen
(215) 204-1356

U I I J

UAP of Rhode lsland
A- Antosh
(401) 456€072

U

Center for Persons with Disabilities
Utah Sbte University
Gordon Richins
(435) 797-1 981

J

Waisman Center/UAP
Universiiy of Wisconsin-Madison
Daniel Bier
(60S) m$5254

J U J J

WY Govemor's Planning Council
Brenda Oswald
ponnT-723O

j

MA Developmental Disabilities Couniil
Daniel Shannon
raitni+leii

J J

NY Developmental Disabilities Planning
Council

!r.11 Lgbosco I , ,
(518) 48C7505

J U a j

OR DD Council
Charlotte Duncan
(503) 94$9%2

J J J



Technical Assistance

lnternships Funding

Recruiting MinoritiesJ Transportation

Language Barriers K Providing Support

Communication L Recruiting Self-
Advocates

Participation
Strategies

Leadership
Opportunities

Leadership Training

M Providing
Accommodations

N Administration and
Policy

O Assessing Support
Needs

H

A B c D E F G H l J K L N N o

American Samoa DD Council
Henry Sesepasara
(684) 633-590e

/

lD Governer's DD Council
Becky Harker
(515) 281-9082

v f ./

KS Council on Developmental
Disabi l i t ies
Jane Rhyse
(785) 296-2608

r/

OK DD Council
Ann Trudgeon
(405) 5284e84

t (

Leadership Trainers
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TnE NRroruel Crruren FoR Seur-
DrreRMtNATtoN & 21sr Cerurunv
LreoensHtp su pports leadersh ip am ong
people with developmental disabilit ies
to advance self-determinat ion
throughout the United States.

The Center is a partnership between
several organizat ions, including
Oklahoma People First, the Minnesota
Governor's Council on Developmental
Disabilit ies, the University of l l l inois at
Chicago, Special Kids, U.S.A., and the

Oregon lnstitute on Disability and Development's Center on
Self-Determination at Oregon Health Sciences University.

The National Center is funded by a grant from the
Administration on Developmental Disabilit ies, U.S. Department
of Health and Human Services. The opinions or conclusions
expressed in this summary booklet do not necessarily reflect
those of the Administration on Developmental Disabilit ies.

O 2000 by the Center on Self-Determination, Oregon Institute
on Disability and Development at Oregon Health Sciences
University
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